Abstract There has been growing interest internationally in how health services might more actively involve-and support the involvement of-patients in deciding about their treatments and in the delivery of their own care. Patient involvement can take diverse forms, and can be valued for a range of reasons. There has been a strong tendency for policies and service development initiatives to emphasize the need for health professionals to communicate to inform patients' choice-making and to encourage patients to make particular practical contributions to their care. Recent studies of patients' experiences, however, particularly in the context of breast cancer, have highlighted the additional significance of the relational aspects of involvement and the social factors (including those operating within healthcare settings) that influence patients' potential to contribute. Further research and debate is needed to illuminate the ethical as well as the practical aspects of involving patients in their care.
Introduction
The term 'patient involvement' can conjure up a variety of ideas. In a relatively trivial sense, patients are of course involved in their care: without patient involvement there would be no consultations or treatment. Our interest here is in patient involvement in more active senses, for example, in deciding which treatments would be most appropriate, in selfmonitoring and self-managing symptoms and treatments, and in acting to address any concerns about their health or care.
The past few years have seen some significant developments in policy, practice, research, and theory relating to patient involvement. After briefly introducing the general justifications for promoting patient involvement and the range of forms and features it can take, we review recent developments relating to the involvement of women with breast cancer in treatment decision-making and in the delivery of their own care [We focus only on the involvement of women who have been diagnosed with breast cancer (this review does not cover issues of participation in mammographic screening, breast self-examination, decision-making about diagnostic procedures, genetic testing, or strategies for managing high genetic risks of breast cancer), and we have not reviewed developments relating to women's participation in clinical trials, nor to the collective involvement of patients in health service governance, quality improvement, or service redesign.] The review is oriented to inform the efforts of health services and staff to relate well to people and involve them or support their involvement, although we recognize that people are often involved in their care by virtue of their own initiative.
perspective on their own life and a unique responsibility/ right to live it well; and (2) beliefs that patient involvement is instrumentally important for the achievement of other valued ends-for example that it can help ensure the safety and broader quality of care, reduce costs and render service provision more sustainable, or lead to better patient outcomes, including satisfaction.
Different reasons suggest that a range of forms or features of involvement may be appropriate.
'Patient involvement' and associated terms, such as 'shared decision-making' and 'patient activation' do not represent singular or clearly defined practices. People can be thought of as being more or less involved, at their own or others' initiation, in a variety of healthcare activities. Patients' involvement in activities such as treatment decision-making needs to be considered along with their involvement with health professionals [1] . When attending to involvement, questions about relationships matter. The appropriateness of particular forms of involvement will depend in no small part on situational specifics.
Involvement in Treatment Decision-Making
Policy, professional and, to some extent, public interest in patient involvement in treatment decision-making has grown significantly in recent years. Government agencies, health improvement specialists, and a range of professional and patient groups have strongly advocated for 'shared decisionmaking' [2] [3] [4] [5] .
'Shared decision-making' has been defined and interpreted in a range of ways, but is increasingly quite loosely used to cover a range of forms of involvement. Policy and professional discourses tend to emphasize ideas around exchanges of research-based information about treatment options and attention to the preferences of individual patients. One recent fairly typical description is of "A process in which clinicians and patients work together to choose tests, treatments, management or support packages, based on clinical evidence, and patients' informed preferences" [6] .
A recent model suggests achieving shared decision-making involves 3 steps for health professionals: choice talk (ensuring patients know that options are available); option talk (providing more detailed information about options); and decision talk (supporting the work of considering preferences and knowing what is best) [7•] .
The increasing advocacy of shared decision-making renders questions about when and why particular versions or aspects of it are appropriate or more pressing.
Treatment Decision-Making in Breast Cancer
Breast cancer has been a major focus for research and development relating to shared decision-making since outcomes research showed that survival rates for early stage breast cancer were similar after either mastectomy or lumpectomy with radiotherapy. Decisions between these 2 treatments were described as 'preference sensitive' because women's views about their different side effects varied, and a case was made that patient involvement in decision-making was particularly important for preference sensitive decisions [8] . Today, more attention is paid to trade-offs involving length of life, as well as various aspects of quality of life, and it seems plausible to regard all treatment decisions as 'preference sensitive' to some extent. Persistent discrepancies between patients' and doctors' evaluations of particular treatments and outcomes also promote concern to ensure patients' values guide decisions [9, 10] , but there is no clear consensus about how best to share decisions-whether they are more or less strongly preference sensitive.
Judgments about the appropriateness of different ways of sharing decision-making depend not only on reasoning about why shared decision-making is valuable, but also on views about what counts as 'good' decision-making more generally [11, 12] . A number of competing considerations about processes, choices, and outcomes are at play. In breast cancer, these considerations are complicated by the growing range and increasing sophistication of initial and longer term treatment possibilities, and by new research evidence about their effects, as well as variations in and changes to the way healthcare is funded, delivered, and governed. For example, the growing potential of tumor markers and other clinical information to predict treatment effects more accurately for particular women, and the rising influence of clinical guidelines, both have implications for judgments about the acceptability of different ways of individualizing treatment decisions [13] .
The strength of general arguments for (at least some forms of) shared decision-making, and research that links involvement to positive outcomes [14•] , underpins continued policy enthusiasm and practical efforts to promote or spread shared decision-making within and beyond the treatment of breast cancer. Much research is conducted in direct support of these goals-addressing questions about how shared decisionmaking can be achieved. Importantly, though, research also continues to ask and raise further questions about what shared decision-making entails and when and why it is appropriate. We consider these in turn.
Promoting Shared Decision-Making: What Works?
One key strategy for promoting patient involvement in treatment decision-making has been the development of decision aids for patients-although these are neither necessary nor sufficient for shared decision-making. Decision aids take various forms but are generally intended to help people to weigh the benefits and harms of treatment options [15] . A recent update of the Cochrane Collaboration's systematic review of the effects of decision aids analyzed 115 randomized controlled trials (including 5 of decision aids for decisions about breast cancer treatments) involving over 34,000 participants. It confirmed that, compared with people who received other 'usual' forms of information provision, patients who used decision aids: had better knowledge of options; felt more informed; felt more clear about what mattered most to them in relation to their treatment decisions; had more accurate expectations of possible benefits and harms of treatment; and participated more in decision-making processes [15] .
Decision aids have been developed for an increasing range of decision situations, including in breast cancer [16, 17] , and many can be found on a register maintained at the Ottawa Health Research Institute [18] . Decision aid designs continue to evolve in response to research that investigates the effects of particular design features (eg, the use of value clarification exercises [19] , the inclusion of patient stories [20, 21] ), and to concerns to improve the ease with which they can be incorporated into clinical practice [22] and used by people with limited literacy [23, 24] . An international collaboration to develop standards to guide decision aid design and use has recently issued updated reviews of relevant evidence and guidance [25•] .
Despite the positive trial results and efforts to ensure the quality of decision aids, uptake among clinicians generally has been low and, even when they are used; they are not always used as intended [23] . Questions of why this is, and how uptake might be improved, have been a major focus of recent work.
A review of studies of attempts to implement patienttargeted decision support into practice indicates that health professionals often lack confidence in the content of the interventions and are concerned that their use would disrupt established workflows [26] . In response to these and other concerns, a number of initiatives have been introduced to promote the use of decision aids and/or to promote shared decision-making more generally. Some intensive training and local improvement programs have reported success, but the effects have generally been mixed [26] [27] [28] .
One interesting issue that has emerged is that health professionals often think and say that they share decision-making with patients when the health professionals' understanding of what this claim means or entails is quite limited. They only realize this when they 'see' ways of relating to patients that are quite different to those they have been using [6, 29] . This highlights the practical importance of the ways shared decision-making is conceptualized, described and illustrated when it is advocated in professional training and quality improvement work.
Studies of Patients' Perspectives: What Matters?
Patients' inclinations and actions can be an important source of insight for the development of conceptual understandings and ideas about the ethics of involvement.
It is widely recognized that patients have varied inclinations toward participating in, and taking responsibility for, making decisions about their treatment. What has become increasingly clear in recent years is that the circumstances and ways in which people have been asked about this limit the practical and normative significance of many surveys on the topic [30] . Even in clinical contexts, the action-guiding value of people's first expressed preferences for involvement is questionable. If these preferences are assessed in the abstract, or when people don't know what the issues might be or how well their involvement would be supported, they are likely to be inadequate guides to practice [30] [31] [32] [33] . Even relatively affluent and well educated patients with a strong desire for shared decision-making can be deterred by experiences with doctors who adopt authoritarian styles, fearing they will be categorized as 'difficult' patients [34] , and there are various other barriers to patients' participation [33] . However, there is evidence that people can come to favor more active involvement over the course of a consultation in which decisions are explained and involvement supported [14•] .
Patients sometimes welcome and seek to engage in aspects or ways of sharing and contributing to decision-making that differ from those emphasized in policy or professional discourses. Recent qualitative research supports previous suggestions that a broader range of issues may be relevant for considerations of shared decision-making than task-oriented communication about treatment options and patients' preferences [1, 35, 36] . For example, studies have found that: & Older women with breast cancer engaged in what the authors called 'instrumental relating' with health professionals and others, striving to obtain information, interpret the disposition of health professionals, and determine their trustworthiness in order to inform their decision-making (USA) [37] . & Women with breast cancer valued the experience and judgments of their physicians and made considerable efforts to elicit more input and advice if physicians stressed that the treatment choice should be the women's own and/ or appeared disinclined to advise (Canada) [38] . & Women with early stage breast cancer saw a range of information gathering activities-including some outside their formal consultations-as relevant for their involvement [39] . They thought their involvement in decisionmaking was facilitated by health professionals providing recommendations and conveying some rationale for these, making them feel comfortable within the relationship, and giving them information, opportunities to ask questions and time to decide (Canada) [40] . & Women whose surgeons had made recommendations about treatment following initial surgery based on discussions within multidisciplinary teams considered this approach appropriate when the surgeons explained the justifications for the recommendations and ensured that women could question and reject their recommendations. The women appreciated the support and guidance, and reported 'ownership' of the decisions as well as trust in the surgeons (England) [41] . These studies suggest that broader perspectives on involvement (beyond exchanges of information about options and communication about preferences) can be relevant. Patients' broad perspectives can help explain why many report that they were involved in decision-making as much as they wanted to be when their discussions with their health professionals did not cover the potential benefits and harms of all treatment options or explore their preferences relating to these in detail [43] .
Development of Conceptual and Ethical Understandings for Practical Application
Reflecting both the kinds of research findings summarized above and more theoretical work, there has been a growing recognition in recent years that achieving meaningful patient involvement in decision-making can depend on clinicians doing more than providing information about options and listening to and respecting patients' preferences in a 'stand back' kind of way [7•, 36] . In particular, assumptions that patients have clear, stable, well-informed and appropriately action-guiding preferences have been challenged, and the idea that health professionals might support and check preference development has gained more ground [7•, 44] .
There is still a lack of clarity and consensus, however, about what kinds of support it is appropriate for clinicians to offer, and how patients' short term experiences of decisional and emotional difficulties should be interpreted and handled [45] . An ethical principle of respect for autonomy has long been couched in terms of respect for informed choices that are made substantially free from external control, and this has impeded consideration of the appropriateness of any positive support (as contrasted with the 'stand back' respect) that health professionals might offer in decision-making [36, 46] .
Questions about whether, when, and how clinical recommendations have a place in shared decision-making (or good decision-making) have been among those neglected-and they currently attract particularly divergent answers. Some authors assume that health professionals who advise or recommend 1 particular treatment option are acting inconsistently with the principles or practices of shared decision-making. The provision of recommendations was, for example, considered a deviation from the intended approach to the use of decision aids within consultations in the study of implementation noted above [47] . A recent study has reported that the provision of recommendations about surgical interventions for early stage breast cancer was associated with lower patient involvement scores [48] . However, the patient involvement scores were based on reports of the extent to which different treatment options and patients' preferences were discussed, and this reflects a rather limited view of involvement given the other aspects of decision sharing, healthcare relationships and engagement in their care that can matter to women. The nature and appropriateness of recommendations seems an area ripe for further conceptual development and empirical and ethical analysis.
In principle, some forms of recommendation and other positive forms of decision support can be justified as consistent with respect for patients' autonomy when patients' autonomy is theorized relationally-when people's capacities and opportunities for autonomy are understood as depending on their social circumstances and relationships [36, 46] . The difference that relational theorizing about autonomy and greater attention to aspects of professional-patient relationships (beyond the communication of task-oriented information) might make to thinking about shared decision-making were outlined recently [46] . A shortened summary of the contrasts drawn between narrower (more conventional) and broader (more recently evolving, broader) understandings of shared decision-making is presented in Table 1 .
Further support for broader views of shared decisionmaking can be derived from the recognition, promoted by nuanced qualitative investigations of people's practical experiences and concerns, that autonomy is not the only relevant value in treatment decision-making situations. Other significant considerations include: the health, resource, and justice implications of choosing particular options; experiences of supportive relationships, trust, and wellbeing; and the justice implications of particular decision-making processes.
Involvement in the Delivery of Care
In addition to questions of how people are and should be involved in decision-making about professionally controlled healthcare interventions, there has been an increasing interest in questions about how they are and should be involved in the delivery of care. This interest covers what people do to care for their own health as they go about their daily lives, what they do for themselves as they engage with formal health services, and how health services support them (or otherwise) in these activities.
Dealing with Health Problems in Daily Life
When people have health problems, they have to get on with living their lives somehow-dealing with symptoms and diagnoses, taking medicines and/or administering other selfdelivered treatments, and fitting this in with their more general concerns about their own and their family members' general health and wellbeing, as well as with formal professionalized healthcare. As populations have grown, and people have been living longer and with more long-term health conditions, policy and service leaders have become increasingly interested in supporting people to manage their health problems more effectively for themselves, and with less dependence on formal professionalized services.
Learning in part from research and development work conducted among people with long-term conditions such as arthritis, diabetes, and HIV, there has been a growing recognition in recent years of the ways that women with breast cancer contribute to their own care both outside and inside of formal health care environments. There has also been a growing interest in the development and evaluation of strategies and interventions to support them more effectively in this work.
Women with breast cancer almost inevitably have to get involved with medicine taking, dressing changes, therapeutic exercise, and attention to psychological wellbeing. They often devise strategies to help ensure that they can adhere to and get the most benefit from prescribed medication regimes and simultaneously minimize side effects, keep their illness private and minimize disruption to family routines [49] . Recent studies have also highlighted their experiences of, and strategies for dealing with symptoms and treatment side effects such as fatigue [50] , chemotherapy-induced peripheral neuropathy [51] , lymphedema [52] , and psychological distress, including fear of recurrence [53] . As survival times have lengthened, concerns about managing the sometimes longlasting sequelae of a breast cancer diagnosis and treatments-including via the provision of often expensive ongoing 'follow-up' care [54] -have become more prominent.
A range of interventions have been developed to support the self-management efforts of women with breast cancer, including patient education pamphlets [55] , symptom monitoring applications [56] and psycho-educational interventions to promote adjustment after completion of primary treatment [57] . The interventions vary in focus and scope, the extent to which they have been evaluated, and the ways in which they are integrated (or not) with formal professionalized services. One of the most comprehensive and integrated programs, accessed via a web browser, includes (1) an assessment component that allows patients to self-monitor their symptoms, problems and priorities for support; (2) a self-management component, which suggests options relevant to reported symptoms; (3) an information component with links to other reliable Internet resources; (4) a communication forum that (i) links into a public discussion, and (ii) offers opportunities to ask questions of clinical nurse specialists in private; and (5) a diary in which patients can keep personal notes. Early studies suggest that women with breast cancer generally found it useful and made more or less use of particular components according to their needs and preferences [58•] . A randomized controlled trial that compared it with directions to other Internet resources found it did significantly better at reducing global symptom distress and showed a tendency to perform better on most other assessed outcomes [59] .
The provision of effective support for women's own efforts to manage their condition and treatment is an important strategy for enhancing health and quality of life. Some caution is needed, however, and a number of tensions may arise.
While research clearly supports the general claim that people who have the knowledge, skills, and confidence to manage their own health generally have fewer behavioral or biochemical risk factors for poor health [60] , efforts to 'activate' individual patients by educating and training them to work to particular biomedical agendas can be problematic if insufficient account is taken of patients' own agendas, learning skills, and material and social circumstances [46, 61] . Questions about how far health professionals should go to support women's own self-care strategies and inclinations, and when and how they should seek to change these, need careful context sensitive consideration. This is particularly evident in ongoing debates about women's use of complementary and alternative medicines, and what, if anything, health professionals should do about it. Studies continue to show that many women worldwide use alternative interventions as adjuncts to conventional treatments, although there are variations in what is used, why, and with what (usually uncertain) potential for benefit and harm [62] . Health professionals need to recognize women's inclinations to do what they can to help themselves, respect their initiative-taking, and acknowledge that a range of things can contribute to different domains of wellbeing. However, a case can also be made that health professionals should recognize and seek to mitigate the potential of misinformation about ineffective treatments to harm patients by raising false hope and diverting their money from more beneficial things [63] .
Navigating Formalized Health Care Provision
The work that patients do as they engage with health professionals and services is also increasingly acknowledged. Studies continue to show that women often find it difficult to communicate and get help for their difficulties with symptom management [64] , and this is one of the reasons for the growing interest in giving patients question prompt lists ahead of consultations to help ensure that questions that matter to them are addressed [54, [65] [66] [67] . Question prompt lists can also contribute to shared decision-making [68] . They are being developed for broader applications in an increasingly wide range of clinical situations [67] and for more diverse demographic and language groups [69, 70] .
Interest in patients' involvement in coordinating and monitoring the care they receive from different health professionals and services has also grown with awareness of shortfalls in the safety of healthcare delivery systems. Again, studies of women's experiences reveal that they often invest significant effort in contributing to their own care, for example by chasing up test results, booking appointments, resolving conflicting information, and questioning potential deviation from plans [54, 71•] . Their work is variably necessitated, and supported or undermined by health care providers [72] [73] [74] .
Successful patient involvement in care coordination and safety promotion in particular has been shown to rest on significant social and material resources, including the skills, status, entitlement and social networks associated with professional training and healthcare knowledge [71•] . This raises questions of justice in relation to expectations of, and support for, patients' involvement in their care.
Conclusions
The number and range of strategies and tools available to promote some forms of patient involvement is increasing. The ways in which health services and staff relate to women with breast cancer and involve them or support their involvement in treatment decision-making and in other aspects of their care have a number of important implications. As initiatives relating to involvement continue to evolve, careful attention should be paid to professional-patient relationships and to the diverse aspects of quality of life and justice that these initiatives can impact on.
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